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Public deliberation and private choice in
genetics and reproduction
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Abstract

The development of human genetics raises a wide
range of important ethical questions for us all. The
interpersonal dimension of genetic information in
particular means that genetics also poses important
challenges to the idea of patient-centredness and
autonomy 1n medicine. How ought practical ethical
decisions about the new genetics be made given that
we appear, moreover, no longer to be able to appeal to
unquestioned traditions and widely shared
communitarian values? This paper argues that any
coherent ethical approach to these questions must be
able both to uphold the moral status of the individual
and at the same time recognise the communitarian,
interpersonal dimensions both of the world in which
we live and of personal autonomy itself. The paper
then goes on to propose an approach to the resolution
of the ethical questions raised by the use of the new
genetics in reproductive choice through the
development of a coherent and principled process of
public reason and justification oriented towards the
support and development of personal autonomy.
(Fournal of Medical Ethics 2000;26:160-165)
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The continuing development of human genetics
raises a wide variety of important ethical questions
for us all, whether as health care professionals,
patients, members of families or as individuals. A
British Medical Association publication recently
described human genetics as:

“a science characterised by rapid and spectacular
advances in knowledge. The advances affect not
only individual patients, but potentially society at
large. Genetics opens possibilities to influence the
composition of future generations and the sort of
people brought into the world. It raises questions
about human identity and free will. Speculation
and research about how genes might predispose
an individual to develop certain characteristics
have long gone beyond the medical preoccupation
with health and disease. The intriguing prospect
of the heredity of character and behaviour such as

criminality is increasingly debated. Human clon-
ing or the possibility of parents selecting the intel-
ligence quotient or other traits of their children
appear to bring to life the cliché of ‘man playing
God’.”!

Many of the ethical questions raised by genetics
are not new but are given a new, more urgent,
intensity by its development. One of the places in
which this occurs is in discussion of the responsi-
bilities we have to those to whom we are related.
Genetics raises difficult questions both in relation
to ourselves and to those around us: to our
patients, our families and communities, to other,
more distant people, to future generations, and to
the non-human world. An example of this which
seems certain to be of increasing importance in
the future is the question of the use of genetics in
reproductive choice, as described in the quotation
above. The need to make decisions about public
policy in this area combined with the interper-
sonal dimension of genetic information means
that genetics also raises important questions about
the relationship between the public and the
private in ethics. When, for example, are my
reproductive choices, if ever, a matter for me and
my family alone, to be made in the privacy of our
own home, and when are they, again if ever, a
matter for public decision making? In some ways
genetics, particularly when combined with new
reproductive technology, seems to bring the
private into the public arena.?

The challenge posed by genetics is further
intensified by the fact that despite widespread
agreement about the problematic nature of the
new genetics, there is little consensus about the
grounds upon which the ethical questions it raises
should be addressed. To a certain degree, this is a
reflection of a broader sense in which we live in a
world that at the level of morality is deeply
fragmented. It is something of a truism to say that:

“Under modern conditions of life none of the
various rival traditions can claim prima facie
general validity any longer. Even in answering
questions of direct practical relevance, convincing
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reasons can no longer appeal to the authority of
unquestioned traditions.””

How then, given this apparent lack of consensus
and, given that the development and use of the
new genetics has implications and effects that
range from those affecting families and individuals
to those of global proportions, and raises impor-
tant questions about the relation between the
public and the private, are we to go about making
ethical decisions about its future development and
use?

Patient-centred medicine in the
community
It is common in the context of modern “patient-
centred” medicine, to argue that at the heart of
any attempt to identify an ethical approach to
medicine and to medical research must lie a com-
mitment to the belief that, at least prima facie,
people ought to be able to decide for themselves
about the kinds of treatments they wish to receive
and the information they wish to divulge, or to
have divulged about them by health care profes-
sionals. It is accepted that this ought not always to
be the case, that there will be times when a patient
is not competent to make such choices, and
circumstances in which the competent autono-
mous choices of individuals will conflict either
with the choices of others or with some perception
of their best interests. Nevertheless ethical medi-
cine requires us to take seriously the choices,
wishes and desires of the patients we treat. This is
often expressed as a requirement that practition-
ers and researchers respect the “principle of
autonomy”.*
However, this emphasis on autonomy and
patient-choice in medicine has, in recent years,
been subjected to a certain amount of criticism,
both by feminists’ and by those who have come to
be known as communitarians,’ for being overly
“individualistic”. Communitarians argue that
there is a conflict in health care between the indi-
vidualistic values that underlie patient-centred
medicine and the communitarian values that sus-
tain families and communities. Modern medi-
cine’s overriding focus on the benefit of the
individual patient, they argue, has led to an
unhealthy imbalance between individual and
community values. They claim that when faced
with conflicting treatment choices practitioners,
policy makers and indeed patients themselves
often adopt the individualistic values of the medi-
cal world, leading them, in their pursuit of
individualism to undermine the values that
sustain the families, relationships and communi-
ties in which they live.”
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The critics of personal autonomy argue moreo-
ver, that individualism fails to recognise that many
of the most important ethical questions raised by
modern medicine and elsewhere only arise at all
because we are located in relationships and fami-
lies and live in a world with others—a world that
cannot be characterised in individual terms.® This
means, they argue, that there is an important
sense in which the moral questions posed by
medicine can only be grasped at all in the light of
a sense of our location in a world with others.

If these claims are valid with respect to
medicine in general, they will be particularly so in
relation to the question of whether patient-
centred medicine can provide the basis for
answers to the ethical questions raised by genetics.
For this is where the tensions between individuals
and communities are likely to be at their most
intense. If these claims are valid they pose a seri-
ous threat to patient-centred approaches to the
new genetics. But are they valid?

Whilst each of these claims is important, they
do not, as they stand, provide as powerful an
argument for the rejection of “patient-
centredness” in health care as might at first appear
to be the case. There are two quite different types
of argument that might be used against the com-
munitarian in this regard. The first of these argu-
ments suggests that the communitarian critique of
the “individualism” of patient-centred medicine is
based upon mistaken claims about the nature of
patient choices and about the values by which they
are informed. The second argument suggests that
contra the claims of the communitarian, the
concept of patient-centred medicine is in its own
right deeply communitarian.’ If so, and if we are
serious about communities and relationships, we
ought to place more emphasis on personal
autonomy rather than less.

Social dimension

The communitarian claim that an emphasis on
autonomy is necessarily individualistic and anti-
communitarian is plainly false. To advocate an
approach to ethical decision making based on the
choices of individuals does not exclude the possi-
bility that the values and choices of such individu-
als might have a social dimension." Even if I am
free to choose as an individual on the basis of my
own values and desires, my choices may well turn
out to be deeply communitarian in orientation. I
may decide to spend more time with my family, to
work with the homeless, to help the elderly or to
donate my kidney to someone who needs it. In
making my autonomous choices I may very well
seek the opinions and suggestions of others. My
choices need not necessarily be either selfish or
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detached. As an individual I might value my rela-
tionships with others very much indeed and even
see them as a priority. It is not necessarily the case
therefore that to call for an emphasis on individual
autonomy is to advocate a “socially unencum-
bered” approach to ethics.® Given the invalidity of
this conceptual claim, the validity of the commu-
nitarian critique of the individualism of patient-
centred medicine ultimately comes down to an
empirical claim about the actual choices of real
people and there seems little evidence to suggest
that we are oblivious to communitarian concerns
in our actual decision making. Indeed, the very
fact that we express concern about these things
shows that we are in fact the holders of highly
communitarian values. The implication of this is
that private autonomous choices will not neces-
sarily, or even contingently, fail to have a commu-
nal or public dimension.

Moral dimension

However, I believe we can go further than this
negative claim, to argue that a genuine commit-
ment to personal autonomy requires us to take
human relationships very seriously indeed. For, a
moral and political emphasis on the value of
autonomous decisions and on the promotion of
autonomy, implies a commitment not simply to
freedom of choice for individual people but also to
particular ways of living and deciding with
others."" To emphasise the value of patient choice
and autonomy consistently is also to place
particular value and emphasis upon certain forms
of community and of communal life. To live a life
that is truly one’s own and genuinely autonomous
is necessarily more than simply a matter of making
choices on one’s own and in one’s own interest.
We live in a world with other people, in networks
of relationships, families and “communities”, and
this means that to live an autonomous life is nec-
essarily to engage in and to take seriously the
social dimensions of, and limitations on, one’s
choices and actions. There are at least three
reasons for this, each of which I shall return to
later in this paper. Firstly, we cannot be fully
autonomous unless we have some say in the social
world in which we live out our lives. It is only by
such engagement that we can shape the world in
which our choices occur and are made possible."
Secondly, it is by engaging with those around us
and by making such choices that we develop our
autonomy."’ Personal autonomy is made possible
by social interaction and in decision making with
others. It is not a skill that can be developed
alone." Thirdly, communitarians are correct, it
seems to me, in their claim that the very meaning-
fulness both of the concept of moral choice and of

the moral dimension of the world in which we live
out our lives, each of which is crucial to the
autonomous life, are made possible by virtue of
our location in a social world in which there is the
use of moral concepts in moral discussion and
argument and the use of reasons to justify moral
positions."

What these claims imply, if we accept them, is
that a serious adherence to the value of autonomy
is in many ways itself a deeply communitarian
position to adopt. This is because to argue
consistently and seriously for the encouragement
and expression of personal autonomy in patient-
centred medicine is inevitably to support an
enriched view of such autonomy and hence of
patient-centredness.

No ethical approach to decision making,
however, can rely solely on community-based
values. Communitarians have rightly been criti-
cised for their unjustifiably optimistic interpret-
ation of community life and for their reliance on a
much greater social coherence and sharing of
values than actually exists."* It seems empirically
at least to be the case that many paradigmatic
communitarian communities, such as the family,
are in fact as often sites of conflict, violence and
clashes of values as they are of mutual support and
shared values. It seems undeniable that communi-
tarians are also at the very least guilty of
underplaying the potentially damaging effects of
communities and of social pressure upon indi-
viduals and minority groups.”

Conflicts of values

Conflicts of values and the existence of disadvan-
tage in real communities are problematic for com-
munitarians because they emphasise that whilst
communitarians describe very well the damage
that can occur when people attempt to escape, or
are excluded from, communities, they are incapa-
ble of explaining the damage that is sometimes
caused by such communities themselves. Some
crucial dimensions of our moral world, notably
the need to uphold the rights of individuals (say of
the genetically disadvantaged) against the com-
munity at large are not consistent with a commu-
nitarian framework. Consequently communitari-
anism also says little for those who feel themselves
to be excluded from or at the fringes of communi-
ties because it fails to see that the convergence of
ideas with those of the community is in itself no
guarantee of justice. Ultimately, taken to its logical
extreme the communitarian belief that the com-
munity, relationships and traditions are the
highest goods, is capable of justifying the oppres-
sion of minorities (including individuals) by the
majority. Developments in testing and screening
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offered by the new genetics offer the potential at
least for just this kind of discrimination and this
ought to make us particularly wary of the use of
overly community-based approaches to decision
making in the case of the application or otherwise
of the new genetics. Whilst communitarians attack
the emphasis on personal autonomy for its inabil-
ity to recognise the fact that our understanding of
moral problems arises out of our shared ways of
life with others, communitarianism itself seems to
lose sight of what is surely the central achievement
of patient-centred medicine, which is the recogni-
tion that we need to be able to uphold the rights of
individuals. Whilst the communitarian might
reply that the good life can only be lived in a com-
munity wherein rights and responsibilities cohabit
in a state of “healthy balance”,' this leaves
dangerously open the question of just who is to
decide the parameters of such a balance.

Public reason for personal autonomy
Any consistent approach to the making of ethical
decisions in health care must be capable of recog-
nising the moral status of individual people and of
their choices. An approach which is serious about
autonomy must at the same time be capable of
capturing the importance of both the communi-
tarian conditions for the development of personal
autonomy and the communitarian dimension of
the world in which we live. I want now briefly to
sketch out some of the implications of these claims
for ethical decision making in health care practice.

In the context of a relatively abstract discussion
about the relationship between individuals, rela-
tionships and communities in medical ethics, it is
sometimes easy to overlook the fact that the indi-
vidual and the community meet in the everyday
relationships between real people. It is here, in the
relationships between people, that the community
comes to have an effect upon the lives of individu-
als and also here that individuals come to have an
effect upon the communities in which they live."”
It follows from this and from the arguments I
sketched out earlier in this paper that what is
required if we are to make ethical choices about
the future of human genetics (or indeed about any
other ethically problematic area of health care
practice), is a coherent process of public reason
and justification oriented towards the support and
development of personal autonomy. For it is only
within the context of a public process of this kind
that it is possible to approach ethical decision
making in health care in a way which captures the
value of both individuals and communities.

Such an approach, whilst in an important sense
communitarian, is able to avoid the usual dangers
of communitarianism because it is founded upon,
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and oriented towards, the development and exer-
cise of personal autonomy. It differs from
communitarianism also because the orientation of
the process is not towards the support of values
that sustain families and communities as such, but
towards the development of communal processes
and institutions insofar as, and because, these
values, families and communities themselves, pro-
mote and sustain the personal autonomy and the
self-realisation of their members. This has the
added advantage of providing room for a critique
of those social and communal practices which do
not promote or respect personal autonomy (such
as infibulation).

A process of this kind, based as it is in a respect
for and the promotion of personal autonomy
would have to accord with certain principles, the
justification of which would lie in the extent to
which they too support or contribute to the actual
expression and development of such autonomy
and the extent to which they frame a process
which facilitates such development. What would
be the key features of such an approach?

Firstly, it follows from the emphasis on the
value of personal autonomy that ethical decisions
are best made, and in fact might in some cases
only be capable of being made, by those people
most likely to be affected by the decision at hand
and this is to suggest that such a process would be
one adhering to a prima facie principle of respect
for “enriched personal autonomy”. Secondly,
such an approach is also, for the same reason, one
which emphasises “participation” and this means
that the requirement for decisions to be made by
those most likely to be affected will in each case
need to be assessed against a responsibility to
ensure the participation of all who have a
legitimate interest. This is to suggest that in prac-
tice decision making will have to take a range of
different interdependent forms, the form most
appropriate in relation to any particular question
being dependent upon the extent of legitimate
interest in the question at hand. In the case of
issues of widespread public or even global concern
such as the genetic modification of crops, the sale
of genetically modified foods or the funding of
research into the development of new techniques
such as reproductive cloning,' for example, the
most appropriate deliberative process might be
the use of a publicly funded consensus conference
or of other deliberative decision making models,
such as deliberative opinion polls'’ or appropri-
ately constituted ethics committees. The principle
of respect for “enriched personal autonomy” will
mean, however, that in some, perhaps most,
instances decision making will devolve to delibera-
tive processes on a smaller scale such as those
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involving practitioners, patients and their families.
And, given the underlying commitment of this
approach to the development of personal au-
tonomy, it will be perfectly appropriate, in many
circumstances, for such deliberation to be the
concern of the patient alone. Indeed, given the
commitment of this approach to enriched per-
sonal autonomy the default position in any
decision will be that of the autonomy of the
patient. Justification of the expansion of the proc-
ess, in accordance with the principle of “participa-
tion” to include others such as families and com-
munities will depend upon the giving of reasons
which cannot reasonably be rejected in a public
forum and which are commensurate with respect
for personal autonomy.

The balance between the principles of respect
for “enriched personal autonomy” and “participa-
tion” would inevitably in many cases be problem-
atic, raising, for example, important questions
about the relationship between the private and the
public in ethical decision making. This can be
seen in many ways as an opportunity. For, within
this framework the question of the balance
between participation and autonomy, the public
and the private, in any particular case would itself
have to be resolved by appropriate processes of
rational and public deliberation oriented towards
the encouragement of personal autonomy. Such a
process (or processes) would enable us to address
many of the most fundamental and difficult ques-
tions raised by the new genetics. It may be
perfectly reasonable for a community to decide,
for example, through an appropriate process of
deliberation, that certain reproductive choices are
a matter for couples and individuals themselves to
make “in private” whilst considering others to be
a matter for public consideration and assessment,
on the grounds that there is a legitimate public
interest in the question at hand (such interest
being itself only justifiable in terms of the protec-
tion and promotion of the autonomy of its mem-
bers).

Sex selection

One possible example in the arena of genetics and
reproduction is the question of the right of
couples to use genetic techniques to select the sex
of their child.”® At present such practices are not
allowed in the United Kingdom. It is possible to
imagine a deliberative process of the kind I have
described coming to a different conclusion. It
might lead to a decision that sex selection should
neither be banned outright nor left to couples to
decide for themselves but that permission ought
to be dependent on the couple’s engagement in a
process of public deliberation on the grounds that

there is likely to be much at stake in such a deci-
sion for people other than those directly involved.
It might further be agreed that some reasons for
wanting to select the sex of one’s child are likely to
be acceptable whereas others are not. There might
be little resistance to sex selection, for example, in
the case of a couple who have a high probability of
passing on a harmful sex-linked mutation to their
child. At the other end of the spectrum it might be
agreed that the selection of the sex of one’s child
on the basis of the social status of the children of a
particular gender should not be allowed. One
might imagine this being justified on the grounds
that such practices are not compatible with a
health care system oriented to the respect for and
the development of enriched personal autonomy.
Between these extremes there would be many
other less clear cut cases in which the giving of
convincing reasons in the appropriate forum
would be the key to whether or not the practice
ought to be allowed. The default position in each
case would be respect for the autonomy of the
couple and the responsibility for justification
would always lie with those who wished to
override such autonomy, and not on the couple to
justify why they wished to proceed.

Conclusion

Developments in the new genetics confront us
with the most profound and difficult of moral
choices. In the not too distant future, it may be
appropriate for many of these choices to be
considered a matter of personal or local concern.
At this stage, however, the future of genetic
research and the development of novel treatments
and techniques are a matter of public concern and
require public deliberation. The global dimension
of much of this research and its implications
requires that such deliberation ought often to have
an international dimension. In a world in which
there is much diversity of values and attitudes
towards such questions it will inevitably be
difficult to find common ground upon which to
address them. For this reason I have argued that
the resolution of many of the most important
ethical questions raised by genetics, and in
particular those that arise in relation to families,
partnerships, relationships and communities, de-
mands a deliberative and collective process of
decision making and I have sketched some of the
features of such a process.

I have argued that, despite fundamental differ-
ences of values, it is possible, based upon the shared
sense we have that any solution to these problems
will be one in which the choices, wishes and desires
of individual people will be taken seriously, to build
an effective and ethical decision making process
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which also takes seriously the communal dimen-
sion of such questions. Whilst I have argued that
such decision making ought to adhere to these
principles and ought in addition to have as its
orientation the development of enriched personal
autonomy, such an approach will inevitably take a
variety of forms and I have also described some of
these in the paper. It is not possible, however, to
specify these in the abstract because their formation
and their acceptance will itself be dependent upon
their origin in a deliberative process. Nevertheless,
it is clear that such a range will stretch from exten-
sive and wide-scale processes of public deliberation
on issues such as the genetic modification of crops
and of the development of germline therapies and
cloning, to decisions within families and couples
and by individuals about certain kinds of genetic
tests, reproductive choices and the use of personal
genetic information. A deliberative process of the
kind I have described offers the possibility of a
resolution of some of these questions without itself
depending upon an extensive set of deeply shared
values, or the imposition of individualistic or com-
munitarian principles. Whilst it does not itself
depend upon a non-existent consensus, it offers the
possibility of a developing, emerging consensus in a
context of diversity—and thereby of addressing the
third part of the problem with which I began this
paper, notably the existence of a disabling social
fragmentation at the moral level. For, the building
of a deliberative process such as the one described
has the added benefit of leading to the development
of shared and relatively stable decision making
institutions, perhaps of increasingly shared values
and to the development of a deliberative process to
which all can sign up, and is in this sense a deeply
communitarian project.” It has the value too that it
does not have built into it either a requirement, or
even an aim, that we should reach general
agreement or achieve the end of diversity. Rather,
on the contrary, this is a process and an approach
that suggests that such diversity of values is to some
extent a condition for the possibility of an ethical
decision making process. If we are serious about the
importance of relationships and about communi-
ties in ethical medicine we will take the principle of
respect for enriched personal autonomy very
seriously indeed.
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